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How older people enact care involvement during transition 
from hospital to home: A systematic review and model
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in	 care	 contributes	 to	better	health	outcomes,4,5	 there	 is	 no	 clear	un-
derstanding	of	what	being	‘involved in one's own care’	actually	looks	like.	
Various	bodies	of	the	literature	talk	around	 involvement	with	reference	





























A	 systematic	 and	 empirically	 driven	 approach	 to	 synthesizing	 the	










identify	 peer-reviewed	 publications	 published	 between	 January	
2005	 and	mid-April	 2019.	 This	was	 a	 pragmatic	 choice	 aimed	 at	
identifying	 studies	 that	 reflect	 current	 service	 pressures	 and	
configurations	 (see	Appendix	S1	for	a	 full	 list	of	search	terms).	A	
Google	Scholar	search	employing	the	key	search	terms	was	used	to	
supplement	the	search.	Reference	lists	were	searched	and	forward	
citation	 searching	 conducted.	 Included	 studies	 were	 as	 follows:	
empirical	and	qualitative;	published	in	English	language	in	peer-re-
viewed	journals;	had	study	populations	with	a	mean	age	exceeding	
60	 years;	 primarily	 included	 patients	 or	 informal	 caregivers;	 and	








2.2 | Data extraction, analysis and 
quality assessment
Each	paper	was	read,	and	findings	about	involvement,	as	per	our	
definition,	 were	 initially	 coded	 (independently	 by	 JM	 and	 NH)	














within	 individuals	 in	 the	context	of	one	care	episode	or	activity.	
To	ensure	that	the	model	accurately	represented	the	original	data,	




2.3 | Patient and public involvement (PPI)
We	convened	a	PPI	session	with	six	members	of	our	existing	panel	
patient	 to	 explore	 how	 they	 interpreted	 a	 selection	 of	 extracted	
quotes	from	the	included	studies.	The	group	comprised	older	peo-
ple	 (aged	70	and	over)	and	two	of	their	carers,	all	with	experience	
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of	 emergency	 hospital	 admission	 and	discharges	within	 the	 previ-
ous	three	years.	The	group	sorted	the	provided	quotes	initially	into	
‘involved’	and	‘not	involved’	and	then	into	our	suggested	subtypes.	
Their	 sorting	 agreed	 with	 ours	 and	 the	 types	 of	 involvement,	 as	




sion	 of	 the	 consolidated	 criteria	 for	 reporting	 qualitative	 research	






The	 protocol	 for	 this	 study	 is	 registered	with	 PROSPERO	No.	
CRD42017058696.
3  | FINDINGS
Three	 thousand	 and	 sixty	 publications	 were	 identified,	 which	
through	screening	(Figure	1)	provided	sixteen	studies	that	contrib-
uted	 to	 the	development	of	 the	model.	 20-22,28-40	The	 studies	 col-
lectively	 included	303	participants	with	170	patients	 in	12	studies	




reported	across	 the	studies,	and	 the	 types	and	extent	of	 informa-











3.2 | Summary of types and subtypes of 
involvement
Four	 types	 and	 12	 subtypes	 of	 patient-determined	 involvement	
were	identified	(Table	2).	We	also	identified	three	types	and	seven	
subtypes	of	professionally	mediated	patient	involvement	along	with	
a	 number	 of	 other	 contextual	 factors	 that	 appeared	 to	 influence	
involvement	including,	for	example,	having	a	supportive	family	and	
experiencing	emotional	problems.









showing	 disappointment	 when	 expectations	 about	 care	 were	 not	
met.32	 Resigned	 non-involvement	was	 reported	 alongside	 highly	 in-
fluential	contextual	factors	such	as	low	mood	and	ill-health	and	was	
arguably	 the	most	debilitating	 subtype	of	non-involvement.28,40 The 














3.4 | Professionally‐determined types of 
involvement
Patients	and	caregivers	alluded	to	three	ways	in	which	they	felt	pro-
fessionals	mediated	 involvement	 through	 ‘exclusion’,	 ‘information-
seeking/information-giving’	and	‘consultation’.
In	general,	patients	and	caregivers	suggested	that	care	providers	
hampered	 their	 efforts	 to	obtain	 information.	Being	busy,	 appear-
ing	 unapproachable	 and	 authoritarian,	 and	 being	 focused	 on	 dis-
charge,	meant	that	patients	felt	unable	to	pose	questions.	Patients	







Despite	 not	 always	 having	 the	 answers	 to	 questions,	 there	
was	 evidence	 that	 some	 staff	 did	 seek	 to	 obtain	 information	 to	
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the	extent	of	chasing.	For	example,	Andreasen28	reported	on	how	
one	member	of	staff	 ‘phoned God and everybody’	on	the	patient's	
behalf	only	to	be	told	that	they	would	have	to	wait	until	the	fol-
lowing	week	for	the	essential	 item	of	toileting	equipment.28	This	
could	 represent	 a	 form	of	 staff	 exclusion	 from	 the	 services	 that	
they	work	in	but	also	challenging	and	chasing,	similar	to	that	ob-























Findings	 reported	 up	 to	 four	 state	 changes.	 The	 model	 com-








F I G U R E  1  PRISMA	Flow	chart
Papers identified in database search (EMBASE, CINAHL, 
MEDLINE, PsycINFO, ProQuest) and Google Scholar(n = 
3060)
Title and abstract screening (after 
de-duplication) (n = 2275)
Papers excluded (n = 2245) 
Full paper screening (n = 30)
Papers excluded (n = 24)
Not qualitative (n = 7); Wrong age range 
or range not specified (n = 3) ;Not 
discharge (n = 6); Not a journal (n = 1); Not 
discharged home (n = 1); Data combined 
(nursing home/in-hospital experience 
(n = 1); single condition (n = 1);
Rehabilitation centre (n = 1);mainly 
health-care professionals (n = 2); not about 
experience of transitions (n = 1) .
Papers identified from reference lists, 
citation searching (n = 10)
Papers remaining after exclusions (n = 16)

























































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































I	 tried	 to	 explain	 that	 it	 wouldn’t	 work	 (referring	
to	 technical	 aid)	 (CHALLENGING	 &	 CHASING),	
but	 they	 didn’t	 consider	 that	 (PROFESSIONAL	
EXCLUSION),	then	I	thought	I	won’t	argue	(RESIGNED	




I	 told	 them	 my	 doubts	 and	 fears	 (INFORMATION-
ACTING:	 ACTIVE)	 but	 no-one	 understood	 me	
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TA B L E  2   Identified	types	and	subtypes	of	patient-	and	caregiver-determined	involvement
Patient‐deter‐
mined types of 
involvement Subtypes (references) Description






tion	she	took	and	she	replied	‘No, that is 
for the nurse. I do not really use my head 




‘I am so low now that I don't know what I 
can do. It's up to them now to try and sort 














‘I got no information about the operation 
or advice on how to behave afterwards. 
However, I think it was a simple operation, 
and the doctors are very clever, so I'm 






















‘We were pulling it (looking for information) 
on our own because otherwise it was just 
a black hole…you're kind of thirsting for 
















‘It's even more daunting and then I mean 
you have to juggle with the chemist and the 
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single	 long-term	conditions.	Explicit	 in	the	model	are	the	thoughts	
and	feelings	of	patients	during	moments	of	attempting	to	enact	care	




that	 in	 the	broader	 context	of	 involvement,	 patients	make	 ‘jumps’	




contrary	to	an	existing	taxonomy,1	 there	are	no	 ‘levels’	of	 involve-
ment	 and	 no	 inferred	 hierarchy	 that	 culminates	 in	 a	most	 desired	
state	of	autonomous	decision	making.	 ‘Autonomous-acting’,	 in	 this	
model,	was	often	a	necessary	undesired	state.
Understanding	involvement	through	the	state-change	model	has	
several	 important	 implications	 for	 care.	 The	 model	 suggests	 that	
failing	to	respond	to	patients’	attempts	to	be	involved	in	their	own	












make	 independent	 judgements	 and	 sometimes	 take	 risky	 actions;	
the	very	activities	 that	health-care	professionals	are	disinclined	to	
support.43	Some	of	the	autonomous	actions	observed	in	the	current	
review	were	beneficial;	 however,	 a	 number	 resulted	 in	 or	 had	 the	
potential	to	cause	harm.
The	model	 presented	 a	 number	 of	 states	 of	 involvement	 that	
could	be	misconstrued	by	health-care	professionals.	Passive	 infor-
mation-seeking	 and	 various	 types	 of	 non-involvement	 (non-com-





readmission.44,45	This	 is	of	particular	 concern	 for	patients	without	
caregivers	who	frequently	enact	 ‘challenging	and	chasing’	on	their	







studies	 reported	 predominantly	 negative	 experiences	 of	 patient	
involvement.	This	may	simply	 reflect	 ‘reality’;	however,	 they	could	
also	 partly	 be	 an	 artefact	 of	 the	 methods.	 Observational	 meth-
ods	 to	 explore	 staff-patient	 interactions	were	 applied	 in	 only	 one	
F I G U R E  2  State-change	model	of	involvement.	Dashed	lines	represent	pathways	within	the	state-change	model	that	were	not	reported	
in	the	current	body	of	literature	but	are	possible
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study,29	 and	 these	 could	 illuminate	 how	 staff	 communicate	 with	
patients.	Learning	 from	good	care	and	understanding	how	health-
care	 professionals	 support	 involvement	 under	 challenging	 circum-
stances	would	contribute	to	the	spread	and	adoption	of	sustainable	
approaches.46,47
Findings	 did	 not	 necessarily	 report	 the	 conclusion	 of	 people's	
endeavours.	This	may	be	because	the	focus	of	many	of	the	studies	
was	on	experience	and	not	 involvement	per	 se.	 The	model	 there-









dementia.	Neither	does	 it	 represent	 those	 receiving	 specialist	 ser-
vices	such	as	cancer	treatment	nor	condition-specific	self-manage-
ment	 support	 who	 may	 experience	 involvement	 differently.	 It	 is	
unclear	how,	or	if	the	model,	would	need	to	be	adapted	to	fit	other	






4.2 | Implications for research and practice
Interventions	 aiming	 to	 support	 older	 people	 to	 transition	 from	
hospital	to	home	have	been	the	subject	of	numerous	systematic	re-
views.49-53	Self-management	and/or	education,	as	a	way	of	empower-




ventions	which	aim	to	‘enhance patient capacity to reliably access and 

























Previous	 studies	 reporting	 older	 people's	 experiences	 of	 involve-
ment	during	hospital	stays	indicate	that	patients	want	to	be	involved	
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